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Abstract 
The poster reports early findings of an exploratory research project studying how bereaved parents of 
stillborn babies participate in online grief communities, and how these communities function as a 
particular type of archive. Emerging concepts, including the notions of archives of aspiration, continuing 
social existence, and archives of feeling are introduced, extendable ideas are identified, and next steps in 
the research are proposed.   
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1 Introduction 
This poster reports early findings of research studying how bereaved parents participate in online grief 
communities. Focusing on recordkeeping and sharing, the research considers how these communities 
function as archives of the experience of grief and of the lives of deceased children. 
2 Characteristics of the community 
The research focuses on a particular type of online grief community: those formed by parents of stillborn 
babies. Definitions of stillbirth vary, but typically denote the death of a fetus past 20 weeks gestation, in 
utero or during labor. In Canada, 7 in 1000 pregnancies end in stillbirth (Joseph et al., 2013), a small but 
significant number of losses, which, since stillbirth remains a mostly taboo subject, are often suffered 
privately by parents who feel isolated and misunderstood (Lang et al., 2011; McCreight, 2004; Weaver-
Hightower, 2012). 
2.1 Disenfranchised grief 
Studies confirm that “compared to other types of mourning… the loss of a child is associated with a grief 
experience that is particularly severe, long-lasting, and complicated” (Lang et al., 2011, p.184; Arnold and 
Gemma, 2008). However, stillbirth has been treated as a less traumatic and prolonged type of grief. 
Parents report feelings of disenfranchisement resulting from the “juxtaposition of personal feelings of 
extreme grief with society‟s dismissal of such a short-lived or even „unborn‟ life” (Lang et al., 2011, p. 184; 
see also Cacciatore et al., 2008).  
2.2 Role of record keeping and the creation of archives 
One response to feelings of disenfranchisement is to make efforts to “assert the realness” of the stillborn 
baby. Layne (2000) explores how parents rely on their baby‟s “things” – clothes, gifts bought for their 
babies, memorial jewelry, etc. – to “make the claim that a „real‟ child existed and is worthy of memory” (p. 
324). Similarly, Godel (2007) examines how parents use images to “integrate the stillborn [baby] into the 
family” (p. 258). Hospitals typically provide memory boxes containing things like the baby‟s hospital ID 
bracelet, a lock of hair, footprints, handprints, photographs, etc. Parents also create new things as part of 
the grieving process, including, for example, personal journals, artwork, letters addressed to, or more 
recently, blogs dedicated to, their babies. This accumulation of things can be considered a type of 
recordkeeping and it is increasingly recognized that such recordkeeping plays an important role in the 
grieving process (Riches and Dawson, 1998; Mander and Marshall, 2003; DeGroot and Carmack, 2012, 
2013; Blood and Cacciatore, 2014; Brubaker, and Dourish, 2013).  
2.3 The community: online 
Parents of stillborn babies meet the key criteria of people who seek comfort in online grief communities, 
particularly a sense of stigmatization, and limited access to other support networks (Swartwood, 2011). 
Godel (2007) refers to parents‟ participation in memorial websites; in recent years, an increasing number 
of parents are using social media tools to build communities of understanding. A bereaved parent can 
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connect with other bereaved parents on Facebook; on Twitter; through community websites; and through 
the blogs of individual bereaved parents.  
Sharing takes many forms in these communities. In forums such as those hosted by the MISS 
Foundation (www.missfoundation.org) parents share memories of their pregnancies, of their labor and 
delivery, and of the aftermath of leaving the hospital without their baby, arranging for his or her burial or 
cremation, and learning to cope with the grief associated with the loss of a child. As networks and 
friendships form over time, parents remember and acknowledge the children of other parents by writing 
posts for them, about their children, on important anniversaries, or, more simply, at times when they find 
themselves thinking of another parent and her child.  
3 Emerging Themes 
While Godel (2007) argues that “there is no collective memory” of the stillborn child‟s life, I suggest that 
within these online grief communities collective memory does develop; similarly, where she asserts that 
“there will be no narrative of growing up” (p. 236), I suggest that these communities provide parents with 
an opportunity not only to remember the past, but also to create for the deceased a present and a future.  
Shared online, a life that is diminished or ignored in the larger communities to which a parent belongs, 
and that has left few physical traces, assumes a more prominent shape as parents build collections of 
memories and things and insert these into networked community spaces. 
3.1 Aspirational archives 
This type of memory work is therefore not only commemorative in nature, but also aspirational. Appadurai 
(2003) describes the act of archiving as a “continuous and conscious work of the imagination” (p. 23). 
Instead of merely preserving the past, the archive is a site of deliberate negotiation and construction of 
memories by “intentional communities” (p. 17). In this view, “the archive is itself an aspiration rather than 
a recollection” (p. 16).  
As parents remember details about their children‟s short lives and speculate about what those 
lives could have been in the company of other bereaved parents, the deceased children take on 
identifiable characteristics. In this way, online grief communities may allow parents a space in which they 
create a kind of present and future for their deceased babies, a present and future where they are made 
real to other parents and remembered by them, where they acquire characteristics, and where new 
memories continue to form.  
 
3.2 Continued social existence 
Mitchell et al. (2012) note that in many cultural contexts, the idea that the dead have continuing social 
existence is well established. They note, however, that until recently in Western contexts, the dominant 
approach to bereavement has been to view death as an end point and to work toward the severing of 
attachment. Openly maintaining a relationship with the dead has been discouraged and is sometimes 
pathologized as failed or unresolved grief. In their recent article on virtual memorialization, Mitchell et al 
show how this “remnant taboo” (p. 413) is being broken on the Internet: while death ends a life, it does 
not end a relationship, they explain.  
3.3  „Archives of feeling‟ 
Cvetkovich (2003) explains how documenting trauma can be a means of transforming loss into collective 
memory. She focuses on the affective dimensions of archiving, and links affect and archives to social 
movements to argue that an archive of feeling – which does not always conform in nature to the 
traditional definition of an archive – can play a significant role in facilitating change. Although it is too early 
to refer to online grief communities as a social movement, as parents document their experiences of 
trauma and loss, and their continuing relationships with their deceased children, and as they continue to 
develop networks of relationships, potential exists for these archives of feeling to eventually facilitate 
change by fostering understanding of parental grief and acknowledgement of the „realness‟ of this type of 
loss.  
4 Continuing Research 
From these emerging themes, ideas extendable to other types of archives can be identified. For example, 
the idea of the archive as aspirational bears further examination: What does it mean to think of archives 
as works of the imagination? What are the acts of imagination that form an archive? Who performs these 
acts? Is there a place in archival theory for accounting for them and if not, how can we make one? The 
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archive as a continuation of its creator‟s social existence likewise merits attention. How is this post-
mortem social life characterized and what are the ethical implications of this idea? Hobbs (2012) asks 
what it means to “do right by” (181) a person‟s archive; this question takes on new dimensions when we 
consider that people not only use the archive to remember the past, but also to carry relationships into the 
future. Finally, there is value in undertaking a deeper analysis of the affective dimensions of archiving, 
generally, and of bereavement archives specifically. A better understanding of bereavement archives and 
of the role of recordkeeping in grieving may have beneficial outcomes within the field of archival studies – 
by adding nuance to our sense of what archives are for and what they can do – and in wider society, if 
record keeping is shown to have therapeutic benefits to the bereaved.  
4.1 Ethics of research in online communities 
To date, this research has involved qualitative, textual analysis of online grief communities to identify their 
characteristics and the types of records created, accumulated and circulated, as well as a consideration 
of the results of this analysis in relation to traditional archival theory. The next steps must involve direct 
interaction with particular communities. Significant ethical questions related to access and privacy must 
be considered first. Although many online spaces where communities form are completely open to public 
view, there is a general presumption on the part of participants that they are writing for and interacting 
with other bereaved parents. For the online communities to continue to function as supportive 
environments, it is important that the online spaces they occupy are experienced as „safe spaces‟. A 
crucial next step is to develop a clear understanding of the ethical context associated with these types of 
communities and to determine how to sensitively adapt research methodologies to them.  
5 References 
Arnold, J. A., & Gemma, P. B. (2008). The continuing process of parental grief. Death Studies, 32(7), 
658-673. DOI: 10.1080/07481180802215718. 
Appadurai, A. (2003). Archive and aspiration. In: Joke Brouwer & Arien Mulder (Eds.), Information is alive: 
Art and theory on archiving and retrieving data (pp. 14-25). Rotterdam: NAI Publishers.  
Blood, C., & Cacciatore, J. (2014). Parental grief and memento mori photography: Narrative, meaning, 
culture, and context. Death Studies, 38, 224-233. DOI: 10.1080/07481187.2013.788584. 
Brubaker, J. R., Hayes, G. R., & Dourish P. (2013). Beyond the grave: Facebook as a site for the 
expansion of death and mourning. The Information Society: An International Journal, 29(3), 152-163. 
DOI: 10.1080/01972243.2013.777300. 
Cacciatore, J., et al. (2008). When a baby dies: Ambiguity and stillbirth. Marriage and Family Review, 
44(4), 439-454. DOI 10.1080/0149420802454017. 
Cvetkovich, A. (2003). An archive of feelings: Trauma, sexuality, and lesbian public cultures. Durham, 
NC: Duke UP.  
DeGroot, J. M., & Carmack, H. J. (2012). Blogging as a means of grieving. In, T. Dumova & R. Fiordo 
(Eds.), Blogging in the global society: Cultural, political, and geographical aspects (161-177). 
Hershey, PA: Information Science Reference.  
DeGroot, J. M., & Carmack, H. J.  (2013). “It may not be pretty, but it‟s honest”: Examining parental grief 
on the Callapitter blog. Death Studies, 37(5), 448-470. DOI: 10.1080/07481187.2011.649940. 
Godel, M. (2007). Images of stillbirth: Memory, mourning, and memorial. Visual Studies, 22(3), 253-269. 
DOI: 10.1080/14725860701657159. 
Hobbs, C. (2012). Personal ethics: Being an archivist of writers. In L.M. Morra & J. Schagerl (Eds.), 
Basements and attics, closets and cyberspace: Explorations in Canadian women’s archives (181-
192). Waterloo, ON: Wilfrid Laurier Press.  
Joseph, K. S., et al. (2013). Determinants of increases in stillbirth rates from 2000 to 2010. CMAJ, April 8. 
DOI: 10.1503/cmaj.121372.  
Layne, L. L. (2000). „He was a real baby with baby things‟: A material culture analysis of personhood, 
parenthood and pregnancy loss. Journal of Material Culture, 5(3), 321-345. 
Lang, A., et al. (2011). Perinatal loss and parental grief: The challenge of ambiguity and disenfranchised 
grief. Omega, 63(2), 183-196. DOI: 10.2190/OM.63.2.e. 
Mander, R. K., & Marshall, R. (2003). An historical analysis of the role of paintings and photographs in 
comforting bereaved parents. Midwifery 19, 230-242. DOI: 10.1016/S0266-6138(03)00019-
6/midw.2002.0354. 
McCreight, B. S. (2004). A grief ignored: Narratives of pregnancy loss from a male perspective. 
Sociologoy of Health and Illness, 26(3), 326-350. DOI: 10.1111/j.1467-9566.2004.00393.x. 
iConference 2016   Douglas 
4 
Mitchell, L., et al. (2012). Death and grief on-line: Virtual memorialization and changing concepts of 
childhood, death and parental bereavement on the Internet. Health Sociology Review, 21(4), 413-
431.  
Riches, G., & Dawson, P. (1998). Lost children, living memories: The role of photographs in processes of 
grief and adjustment among bereaved parents. Death Studies, 22, 121-140.  
Swartwood, R. M., et al. (2011). Surviving grief: An analysis of the exchange of hope in online group 
communities. Omega, 63(2), 161-181. DOI: 10.2190/OM.63.2.d. 
Weaver-Hightower, M. B. (2012). Waltzing Matilda: An autoethnography of a father‟s stillbirth. Journal of 
Contemporary Ethnography, 41(4), 464-491. DOI: 10.1177/0891241611429302. 
 
 
 
 
 
 
 
